[ )
‘.Ir.\ NATIONAL ASSOCIATION OF
I I Community Health Centersg
Julia SkapikMD, MPH, FAMIA
Chief Medical Informatics Officer
National Association of Community Health Centers

7501 Wisconsin Ave, Suite 1100W
Bethesda, MD 20814

April 30, 202

Micky Tripathi, PhD, MPP

National Coordinator foHealth Information Technology
Office of the National Coordinator for Health IT (ONC)
U.S. Department of Health and Human Services

330 C St SW, Floor 7

Washington, DC 20201

DearNational Coordinatof ripatht:

Thank you for the opportunity tearticipate in advancing the US Core Data for Interoperability
(USCDI). We recognize the value ofJSCDI and USCDI+ in advancing clinical data
interoperability standardsand definitions in addressing our challenges with data capture,
extraction, analyticsreuse,and workflon We encourage ONC to push HIT developers and
vendors tamplementUSCDI and its extensions tmprove data standardizatitimatsuppors data
extraction public health reporting and research that infolegsslation and regulation.

This document describes in gections an@ppendiceN ACHCG6s feedback and
following data elements for which we are requesting additional support for interoperability
definitionsin USCDI version3:

Patient DemographicsSexual Orientatio& Gender Identit SOGI)
Patient DemographicsDate of Death

Patient DemographicsTribal Affili ation

Patient DemographidsOccupation

Patient DemographidsOccupation Industry

Health Insurance Information

Health Statu$ Functional Status

Health Statu$ Disability Status

. Health Statu$ Mental Function

10.Health Statu$ Pregnancy Statys Wo mendés Heal t h
11.Vital Signs- Average Blood Pressure

12.Laboratoryi Specimen Type
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13.Laboratoryi Result Status

14.Social Determinants of Health (SDoH) Data Class and Domains
15. Social Determinants of Health (SDoBA¥sessments

16. Social Determinants of Health (SDoBpals

17.Social Determinants of Health (SDoH) Problems / Health Concerns
18. Social Determinants of Health (SDohhxerventions

The National Association of Community Health Centers (NACHC)has for more than five

decades been a leader in providing kigfality, culturally competentealth and wellnessare for

the nationdés most vul ner abl eervmg 20pillien petieritsh t h e
annually through 12,000 siteBIACHCS snemberhealth centergFederally Qualified Health

Centers (FQHCs) and loaelikes)and partner organizations Primary Care Association (PCA) and

Health CenteControlled Networks (HCCNre the largest national primary care network
providing high quality culturally responsible care to the nations underserved.

Health centers have led the nation in the adoption of electronic health redtbrdsipport from

their partners aNACHC, PCAs, andHCCNs. To meet theneedsof community healthcenter

patients, wenust haveslectraic clinical resources with lowio noimplementation cost and effort

to scale and spreadegardingboth content andadoptionto provide patiedprovider centric
evidencebasedcare The patients of community health <ce
vulnerable, with no or limited access to outpatient care and significant social, geographic and
health challenges.

Structured data elemerasid cature forspecific data elements in USCDIv3 suchSi3H and
SOGI can inform care delivery, therelagdressindiealth disparitieand empowering providers

in achieving health equityHealth IThas in the pastexacerbated health ineqges however, we
believe it couldnsteadbridge health disparities by proactively enabling the health care community
to coordinate care and integrate vahesed, patieatentered care into the EHR workflow more
effectively.
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Patient Demographics- Sexual Orientation & Gender Identity

Collecting SO/GI data is essential to providing kheglality, patienicentered care for transgender
people. ONC has provided good leadership on the standardization of this content in USCDIv2.
FQHCs areequired to collect these data for all their patients and report them to HRSA so these
data are well established and are imperative to the paget¢red provision of care.

SO/GI data can be collected in several ways:

1. Information can be obtainedrtough pati ent portals and tra
EHR. This approach is attractive because it puts the patient in charge of defining their own
identity and needs.

2. Questions can be included on registration forms for all patients as part of thgraehic

section along with information about race, ethnicity, and date of birth.

3. Providers and their care team can ask questions during the patient visit, for instance, as part

of a social or sexudtistory discussion.

To address the lack of SO/@hta in health systems, the Department of Health and Human
Servicesd (HHS6s) Healthy People 2020 include
territories, and the District of Columbia that include questions that identify sexual orientation and
gender identity on state | evel surveys -or dat
being of | esbian, gay, bi sexual, and transgen
populationbased data systems that collect standardized d4ta ¢or) lesbian, gay and bisexual
populations and on (or for) transgender populations and expanding the availability of sexual
orientation/gender identity (SO/GI) statistics have also been priorities for other federal agencies.

SexualOrientation

NACHC believes sexual orientation is a core ¢
is also associated with serious health inequity and health disparities. Furthermore, it is clinically
relevant to a number of domains of sexual health, traurdaraerpersonal violence, substance

abuse and mental health risk factdvBchigan studentsdentifying aslesbian, gay, obisexual
reportedhigher rateshan theimpeers for measures biillying, missingschool due to fear for their

safety, andveremore than three timess likely to reporseriously considering suicide the past

year.

We strongly support the requirement for sexual orientation data to be captured in a standardized
way in EHRs to support p disparides argl dacilitated effectivet i e s
clinical risk that may be modified by sexual orientation.

Gender ldentity

NACHC believes gender identity is a foundational component of patient identity. However, it is
also associated with serious health inequitg bealth disparities. Furthermore, it is clinically
relevant toseveraldomains of sexual health, cancer risk, trauma and interpersonal violence,
substance abuse and mental health risk factors.

We strongly support the requirement for gender identitst ttabe captured in a standardized way

in EHRs to support patients6 identities, redu
risk that may be modified by sexual orientation. However, NACHC proposes the following
modification to the gender dhtity value set based on work from the Gender Identity Working

Group at HL7
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Patient Demographics- Date of Death

NACHC is supportive of a standardased concept of date and time of death; however, we feel
more guidance and support would be useful to accompany this concept. The USCDIv3 submission
page does not point to a specific concept for date of death.

Maturity of Use and Technical Specifications for Data Element

Applicable Standard(s) Follow the DOB format

HL7 USCore Implementation Guide v3.1.0
and v3.1.1 (Errata release) both allow for
capturing deceased as either a Boolean
(yes/no) or the date of death in the Patient
profile. (Reference Link)

However, neither version of the USCore
Implementation Guide state the element
as a Must Support or required. USCore
would need to bring the Patient profile up-
to-date if the proposed Date of Death
element is approved for USCDI v2.

Additional Specifications

The gplicable standard specified in the dr]
USCDIv3 submission does not identify
terminology standard but specifies a d
format.

We recommend modifications in this field
specify adherence to a clinical terminolo
standard such as LOINC and SNOMET

to represent the concept of Date of Death

NACHC suggests the use of the LOINC code 8061 the appropriate term due to its use in

federal programs for death reporting and certification.

86345-6 U.S. standard certificate of death - recommended 2003 Active "
revision set 80616-6 Date and time pronounced dead [US Standard Active
Certificate of Death]
This b e 7 Ve C E
The edd
= y
T
Cla: SURVEY.CDC
Typ
dat
U.S. STANDARD CERTIFICATE OF DEATH
[TEMS 24-28 MUST BE COMPLETED BY PERSON Z4_DATE PRONOUNCED DEAD MoD3y/Y1) [5_Twe g |
WHO PRONOUNCES OR CERTIFIES DEATH
5 SIGNATURE OF PERSON TEATH (Orly when Spoicaba) 77 TIGENSE NOVBER 75 DATE SGNE ‘
: [ACTUAL OR PRESUMED DATE OF DEATH |30 ACTUAL OR PRESUMED TIME OF DEATH I 7 WAS WEDICAL EXAMINER OR i
D (MoDayY) (Spe Moren) CORONER CONTACTED? © Yes ©No
1
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NACHC is sensitive to the fact that in some use cases a date of death may be available but not a
time, and so suggests that the implementation guidance in this case addresses the situation in which
date but not time are available by defaulting to a null time or by linking this code to the clinical
date of death code 819®which specifies a date and rotlate/time and could be mapped to an

806166 code with a null time.

Resource Profile: Observation - Death Date

Official URL: http://h17.org/fhir/us/mdi/StructureDefinition/Observation-death-date

Version: 1,8.8-ballot

Active as of 2022-03-31

Computable Name: ObservationDeathDate

Terminology Bindings
Path Conformance ValueSet / Code
Observation.language preferred CommonlLanguages

Max Binding: AllLanguages

Observation.status required Fixed Value: final
Observation.category preferred ObservationCategoryCodes
Observation.code example Pattern: LOINC code 81956-5
Observation.dataAbsentReason extensible DataAbsentReason
Observation.interpretation extensible ObservationInterpretationCodes
Observation.bodySite example SNOMEDCTBodyStructures
Observation.method extensible ValueSetDateEstablishmentMethods

Observation.referenceRange.type preferred

Observation.referenceRange.appliesTo example
Observation.component.code example
Observation.component.dataAbsentReason extensible

Observation.component.interpretation extensible

86345-6 U.S. standard certificate of death - recommended 2003  Active

revision set

Panel Hierarchy

e

ded 2003 revision set

occurred it not facility
d dead [US Standard Certificate of Death Tmstp)

cw 31211-6 Date of death

Discouraged

atus Information

Discouraged

Property of “TmSty

w t
one for “Date and time of de

Date and time of death [TimeStamp} Date and time of death [TmStp)

i Date of death [Date] Date of death [Date]

ith Property "Date”. and

ObservationReferenceRangeMeaningCodes
ObservationReferenceRangeAppliesToCodes
Pattern: LOINC code 80616-6
DataAbsentReason

ObservationInterpretationCodes

Date and ii me of death [TimeStamp]

81956-5

investigation and report panel [CDC.CS]

Record and Evaluatis

£) tool - Expired

(ESRD) Death Noti

tion - OMB CMS form 2746

Additional Name

Short Name Date of death

Clas ADMINPATIENT

Type Clinical
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It should be noted that the FHIR profile referenced in comment for DeathCertification, for
example, references SNOMEDT concept¢SCT 419099009 nd not LOINC and it is expected

that the USCore profile would reference the LOINC code for both patient deceased and date of
death LOINC 808166, 819565, 819540).

"Patient Characteristic, Expired”

QDM Datatype®

Performance/Reporting Period: 2022
QDM Datatype (QDM Version 5.5 Guidance Update):

The "Patient Characteristic Expired" data element should document that the patient is deceased.

Timing: The "Patient Characteristic, Expired” is a single point in time representing the date and time of death. It does not have a start and stop time.

Note: Patient Characteristic Expiredis fixed tl SNOMED-CT® code 419099009 (Dead) lnd therefore cannot be further qualified with a value set.

CDC Centers for Disease Control and Prevention

CDC 24/7: Saving Lives, Protecting People™

Public Health Information Network Vocabulary Access and Distribution System (PHIN VADS)

Code System Concept Dead (finding) (419099009 , SNOMED-CT }
’ ‘@) Parent/Child (Relationship Type)

Code System Concept Code 419099009

-] Dead - death without witness (finding) {702710003 , SNOMED-CT }

Code System Concept Name Dead (finding)
] Dead - expected (finding) {418646009 , SNOMED-CT }

Code System Preferred Concept Name Dead (finding)
-] Dead - sudden death (finding) {418362005, SNOMED-CT }

Concept Status Published
Concept Status Date 09/01/2020 =] Dead - suspicious death (finding) {419393000, SNOMED-CT }
| Dead - unexpected (finding) {419697005 . SNOMED-CT }

Code System Name SNOMED-CT

] Dead on arrival at hospital (finding) {63238001, SNOMED-CT }

| Died without sign of disease (finding) {89816009 , SNOMED-CT }

Eastern Cooperative Oncology Group performance status - grade 5 (finding)
423409001, SNOMED-CT }

(=] Finding of place of death (finding) {366044004 , SNOMED-CT }

] Found dead (finding) {419973004 , SNOMED-CT }
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Patient Demographics- Tribal Affiliation

ValueSet: TribalEntityUS

Official URL: http://terminology.hl7.org/ValueSet/v3-TribalEntityUs Version: 2.0.0

Active as of 2014-03-26 Computable Name: TribalEntityUs

Other Identifiers: : urn:oid:2.16.840.1.113883.1.11.11631

NACHC believedribal affiliation is foundational component of patient identity and required for
patientcentered care. We strongly support the use of the code systems and codes described by
the Tribal Entity code systems to ensure robust and paigenéred support fgratients with

tribal affiliation in the US healthcare system.
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